Delays and difficulties in both diagnosis and access to services can compound existing stressors experienced by families with children with autism spectrum disorder. Early and accurate diagnosis and appropriate intervention may not only improve child-specific outcomes but may also mitigate some of the stressors impacting family relationships and quality of life. We aimed to understand the experience of over 500 families that had sought autism spectrum disorder diagnosis and intervention, their perceptions of the efficacy of these services, and the impact that this process had on their family life. Parents overwhelmingly described frustration with access to a timely diagnosis, specialized intervention services, and funding that impacted their family life and relationships. However, parents simultaneously reported positive perceptions of change as a consequence of diagnosis and effective intervention.
Introduction
Having a child with autism spectrum disorder (ASD) is known to place additional pressure on parenting relationships (1), unaffected siblings (2, 3) , and family quality of life (4) (5) (6) (7) . The characteristics of ASD such as a need for routine or ritualistic behaviours, difficulty in communicating, and sensory preferences can present significant challenges to parents (7) . Caring for a child with ASD has been associated with increased fatigue, higher levels of stress, and increased feelings of isolation (8) , with the pervasive impact of ASD on the family unit being previously described as the family 'becoming autism' (9) .
The early provision of services to children with ASD and their families is necessary not only for improved long-term outcomes for the child (10) but also their families. An early diagnosis is essential to access these services; however, for many reasons, the precise diagnosis of ASD in young children before 3 years of age is difficult (11) and often delayed. Although it is generally agreed that earlier diagnosis and access to intervention leads to better outcomes (10) , difficulties in receiving a diagnosis and accessing appropriate intervention services may also act as stressors that compound negative outcomes.
Due to the pervasive and heterogonous nature of ASD (12) , parents are often required to navigate a range of early intervention (EI) and behavioral interventions aimed at reducing ASD-linked impairment in social, communicative, and cognitive domains. Although several early and behavioral interventions have shown efficacy in improving child-related outcomes (13) (14) (15) , little is known of the parents' experiences of early and behavioral intervention. Although intervention is typically targeted at child-related outcomes, it is likely that intervention will also influence parental and family life (7) . The putative reciprocal benefits of intervention services to the family unit are of increasing interest to both researchers and service providers.
Research measuring the capacity of intervention to effect change in the family domain is sparse, and focuses on short-term outcomes or benefits specific to particular intervention programs. Some limited research has examined parental satisfaction with EI services (16, 17) and their perceived effects on family life (18, 19) . Similarly, investigations of behavioral interventions have primarily examined the perspectives of parents involved in the intervention process, such as in home-based early intensive intervention (20) or parent-mediated programs (21) . These investigations are largely focused on the immediate impacts of intervention, with a particular focus on parental stress (20, 21) . Limited research has investigated the impact of intervention on the family more broadly. Although some research has indicated positive effects of intervention on family outcomes, the effects of EI and behavioral intervention as they are perceived by parents may not always be positive or equivocal (20, 22) . Critically, parenting stress and pessimism regarding intervention and behavior therapies may even counteract the benefits in improving child outcomes (23) .
Understanding the experience and perceptions of parents and families that have sought a diagnosis or services for their child with ASD will provide insight into potential barriers to seeking or adhering to treatment regimes, their impact on family quality of life, or mindset when seeking services for at-risk siblings. Given the transactional and reciprocal effects (7) between family life, behavioral problems, and ASD symptomatology, there is a significant need to understand the experience and perceptions of parents of children with ASD during these critical periods. We aim to qualitatively explore the experience of diagnosis, treatment, and perceived impact of EI and behavioral therapies, for families with children with ASD, as reported by the parents of these children.
Methods
Data were obtained as part of a larger project examining the costs associated with raising a child with ASD (24) . The primary measure was a multidimensional questionnaire comprising of 73 items collecting information on sociodemographics; diagnosis, treatment, and intervention history; education and child-care usage; and family life. For a copy of the full questionnaire, refer to Horlin et al. (24) .
Two open-ended questions relevant to these analyses were as follows: For each question, parents were further asked to rate their agreement on a five-point scale ranging from yes definitely (5) to not applicable (1).
Participants and procedures
Ethical approval was obtained from the Curtin University Human Research Ethics Committee (HR 138/2012) and the internal ethical review board of the Disability Services Commission (DSC) in Western Australia. The questionnaire was distributed by post to families with children registered as having an ASD on the DSC client register. Only families with diagnosed children currently under the age of 18 years were included. At the time of the mail-out, 3965 children were registered with the DSC from 3723 families. Families with more than one child under 18 received one questionnaire for each child with ASD. Of the questionnaires mailed out, 3494 were sent to families with one child with ASD, 217 questionnaires were sent to families with two diagnosed children, 11 questionnaires were sent to families with three diagnosed children, and 1 questionnaire was sent to a family with four children diagnosed with ASD. Of the 3723 questionnaires (covering 3965 children) sent out by the DSC, 192 were returned as "address unknown". In total, 521 questionnaires were returned, resulting in a 15% response rate. The characteristics of the included 521 children with ASD are presented in Table 1 , including information on the respondent, and the sex, age, and diagnosis of the child. Questionnaire responses were entered into a data file using IBM SPSS version 20 and analyzed using SAS version 9.2 statistical software. A drop-out analysis was carried out 6 months after the original data collection period. A random sample of 405 families registered with the DSC was contacted for a telephone follow-up. Non-respondents were then asked to answer an abbreviated form of the questionnaire over the phone. For the purposes of comparisons between those who did and did not respond to the long-form questionnaire that was sent out by mail, independent-samples t-tests were used to compare the ages of children, chi-squared tests were used to compare categorical demographic variables, and Mann-Whitney U tests were carried out to compare calculated cost variables (24) . It is noteworthy that only questions covering the out-ofpocket treatment costs and the loss of income from employment reduction could be calculated for both respondents and non-respondents. 
Data analysis
Qualitative responses for Questions 63 and 64 were transcribed into a word-processing document and exported into NVivo data management software (25) . A content analysis approach was adopted (26) and the data were inductively coded (27) to create nodes relating to a response made. Each response was carefully interpreted and coded into an initial list of 16 emerging sub-themes by adding up the most recurring responses. The themes were then checked and confirmed by the research team and then connected to achieve a set of four overarching themes (Figure 1 ) including diagnosis and EI treatment, support services, geographical location, and access to services. The themes were then further cross-checked with the research team (28) and 
Results

Diagnosis and early intervention treatment
The "diagnosis and EI treatment" theme was applied to responses detailing the impact and outcomes of diagnosis and treatment. Statements that referred to the impact of EI treatment yielded 364 responses indicating a perceived improvement in quality of life for the child. Respondents described outcomes for their child including the ability to verbally communicate with other children and family members, self-control of behavior, and social skills:
"Without intervention my son would not be verbal -he would have only used 6 words"
Similarly, 164 responses touched on the direct link between EI and improvements in family life. Respondents described how intervention supported family members to form strategies that allowed the child to develop and facilitated their involvement in the child's everyday life. Impact on family life was directly related to families' ability to get a diagnosis. Respondents indicated that this was the crucial first step in accessing services, and both the process and wait could negatively impact family life: "We were floundering, our marriage was suffering and I thought I had a mental problem. Once she was diagnosed and we tried and used every option available, our life changed dramatically over a two week period. We had light at the end of the tunnel" Inability to get a diagnosis impacted upon both child and family in terms of how the child's behavior was viewed by others. Respondents believed that services were often reluctant to make a diagnosis: "Many doctors were unwilling to diagnose for the first few years which lead to the delayed diagnosis. Through no fault of our own, but through faults of the medical system, our son missed out on early intervention programs"
Support services
The theme of "support" referred to families' experiences with healthcare and school services, and how their child benefited from these services. Fortyfive responses were made to a lack of support from health services, with a key sub-theme being a sense of isolation and disempowerment:
"We were walking zombies, we didn't know why he did what he did, didn't know what to ask, who to believe, where to go. We kept falling through the hole in the system, till they found us again"
Respondents described a general feeling of frustration: not being listened to by services and staff not having the knowledge or experience to diagnose or refer to appropriate services:
"I feel I was met with closed doors at my GP -no referral to a pediatrician. I kept being told [he will grow out of it, He's a bit behind but it's OK]. [The GP] would not listen to a mother's instinct -he was my second child -I knew something was wrong. The GP even yelled at me -[What do you want me to do about it?]"
Similarly, within education settings, respondents indicated frustration with the support and understanding offered by school services, particularly the lack of understanding and specialist of teaching staff:
"I have an entire folder of information showing my request for help and guidance from her primary school teachers. No one took me seriously"
Geographical location
The theme "geographical location" was applied to statements associated with difficulty accessing service on the basis of location. Eighteen responses cited geographical location as a barrier that inhibited their access to services to support their child, particularly respondents living outside of Perth in rural and regional locations:
"We live in rural Western Australia, Yes 1000's of kilometers from Perth. Services are all but non-existent here but [I] lived in Perth prior to diagnosis where he was receiving lots of therapy for his other diagnosis. We have to travel to Perth for treatment where we can"
In rural locations, the availability of treatment was also influenced by the periodic visits of specialists throughout the year. In particular, support with adequate training to meet the individual needs of the child was limited due to geographical location: "Our child is extremely disabled. We live in a rural setting and intervention support services are limited and in our experience and woefully inadequate in providing the type of support we need" When respondents were able to access services, they reported a positive impact on both the family and the child's quality of life; however, this was countered by their continued frustration at having to travel to Perth to access services:
"The last ten years of therapy for my son have helped him extremely and have had a huge positive impact on our way of life. However the access to services was limited by age, location and lack of funding"
Access to services "Access to services" referred to responses on funding, wait times, and cost. The impact of waiting for a diagnosis to access services had a 'knock-on' effect in terms of accessing EI. Thirty-four responses were made in relation to waiting to access EI after diagnosis. Respondents described waiting between 6 and 12 months for services:
"The diagnosis process took months, then it was nearly a year before actually receiving any services due to waiting lists.
So much for early intervention"
"It is confusing enough to receive a diagnosis, then it seems it is up to ASD families to go through a myriad of confusing paperwork, etc. to find therapists, funding, etc."
Referral to appropriate services as well as the cost of EI was identified as a barrier to supporting their child. Thirteen responses were made regarding paying for private input for their child:
"Virtually zero government assistance necessitated private funding for intervention in the early years, which was an absolute necessity that he benefited from"
Respondents also expressed frustration with the cut-off age for intervention. This was related to the perceived unwillingness of medical staff to diagnose early and resulting in a child receiving delayed EI treatment or ageing out before access.
Frequencies
Rating scale responses for Question 63 "Has your child's ASD-related intervention/behavioral therapy improved your family life" are shown in Table 2 . Analysis of response frequency indicated that respondents felt strongly that EI improved family life, with 71.3% of respondents indicating that EI assisted 'somewhat' or 'definitely'.
Similarly, responses for Question 64 "Do you feel that earlier access to intervention may have led to more improvements in your child's quality of life?" showed that 78.4% of respondents agreed that earlier access to intervention would have led to improved child's quality of life 'somewhat' or 'definitely' ( Table  2) . 
Discussion
In understanding the experience and perceptions of parents who had sought diagnosis and services for their child with ASD, we have found resoundingly positive views on the impact and benefits of intervention services, irrespective of delayed diagnosis or intervention. Despite the positive perception of the outcomes of intervention to the diagnosed child and reciprocal benefits to the family more generally, parents overwhelmingly expressed their frustration regarding the process of receiving a diagnosis, as well as seeking funding support and intervention services. Indeed, parents reporting a reluctance from medical professionals to formally diagnose their child is alarming, particularly given the impact that late diagnosis has on accessing funding and services.
Although parents understand the importance of EI in children with ASD, this knowledge has been shown to contribute towards increased stress in families (30) . Parents of children with ASD have reported significant pressure associated with ensuring that their child is receiving appropriate services during the EI time period, with delays in accessing a diagnosis and services exacerbating parental concern (30) . This sense of urgency experienced by parents is likely to contribute towards the frustrations associated with support and services available to their child. These findings highlight the need to provide support to parents pre-diagnosis. With the increasing prevalence of ASD (31) and the association between early access to services and child outcomes (10) , upskilling medical and staff professionals involved in identifying at-risk children may also be necessary.
Access to supports and services has been identified as an important moderator between stressors and outcomes (32) . Ensuring access to appropriate supports is therefore essential for better long-term family outcomes. Given the pervasive impacts of ASD on family life and the transactional nature of parental perceptions and child outcomes, providing increased support to families during the prediagnosis, diagnosis and post-diagnosis stage may be beneficial. Increased involvement of families in decision-making and intervention processes may allow clinicians to better understand the family context to ensure that appropriate support is being provided to these families.
Many of the barriers and stressors identified by parents are known to be exacerbated for families living rurally; however, here, parents have highlighted that in addition to complicated access to services, both the perceived skill and specificity of services available to them impacted their experience and the perceived efficacy of treatment of their child with ASD.
Limitations
Although this research has provided critical insight into the perspectives of parents of children with ASD during the process of receiving a diagnosis and EI, the results must be interpreted with caution. The experiences of respondents in the current study may be influenced by the particular time points and contexts in which the data were collected. It is possible that the funding and service provision structures available to respondents at the time of data collection may have influenced the results and that other contexts may yield differing perspectives. Although this study has a considerable sample size, it is likely that the perspectives presented by respondents in the current study do not adequately capture the experiences of all care-givers of children with ASD and it is possible that those respondents who did participate in this study introduced a particular bias to the results (33) . Although attempts have been made to reduce bias in interpreting these results, the potential for researcher bias must also be acknowledged (33) . Although the questionnaire enabled participants' greater anonymity and allowed a significantly greater population to be reached, this may have contributed towards a distorted interpretation of the data. Finally, the majority of respondents in the current study were biological mothers (24) . It has been shown that mothers and fathers differ in their experiences of caring for a child with health conditions such as ASD, and may use differing coping strategies. Mothers, in particular, may show significant levels of stress and reduced quality of life (34). Although it was not possible to examine sex differences in the current study, it is possible that mothers and fathers differ in their perception of EI and behavioral intervention on family outcomes.
Conclusion
By acknowledging these parent-reported challenges, we highlight that many of the frustrating stressors associated with having a child with ASD appear to be external, situational, and bureaucratic. Yet, the presence of these stressors and delays in access can coexist with a positive perception of change and improvement as a consequence of eventual diagnosis and access to intervention. Although not a conventional qualitative study, the collective experiences of this large sample of parents highlight the importance of fully understanding the family context for all professionals interacting with families pre-diagnosis and post-diagnosis. The quotes extracted from responders are illustrative of experiences that may be anecdotally known to some professionals, but provide beneficial insight for all medical and health professionals, service providers, government agencies, and funding providers, as well as parent and family advocates. The views expressed by these parents may also inform future quantitative research investigating parent attitudes towards diagnosis and treatment, and the impact that these processes may have on the family. To ensure participant anonymity, there is no identifying data within the content of this manuscript to identify participants.
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